Abstract Many different definitions of the concept of quality of life (QOL) are found in the literature. This raises the question as to which domains are viewed as really important by people with dementia and which are possibly based on views of others, such as (in)formal carers, or theoretical models. An explorative study was carried out among people with dementia living in the community and in nursing homes. Their opinions were compared to those of professional carers and to the current theoretical models and instruments for QOL in dementia. Data were gathered by means of interviews, focus groups and literature study. Most QOL domains mentioned as important by the persons with dementia were also acknowledged by the carers and in the literature. A few, however, were not mentioned by the carers (i.e. 'sense of aesthetics in living environment', 'financial situation' and 'being of use/giving meaning to life'), and not selected in the measuring instruments ('security and privacy', and 'self-determination and freedom'). This indicates differences in perspectives on quality of life between persons with dementia, their carers and theoretical models. Further research is recommended on this point.
Introduction
In the past 10 to 15 years, quality of life has become a key concept in the care for people who suffer chronic illnesses. Today, unlike before, the care and assistance are not limited to minimizing and compensating for the functional consequences of the chronic illness, but focus also on coping with, or learning how to cope with, the consequences of the illness and preserving 'the good things in life'; in other words on enhancing the quality of life of people who suffer from a chronic illness (Oldridge et al., 1991; Anderson, 1992; Devins & Binik, 1996; de Ridder, Conradi & Schreurs, 1996; Kane, 2001) .
We also encounter the term quality of life more and more frequently in the psychogeriatric field (Lawton, 1991; Rabins & Kasper, 1997; Brod, Stewart, Sands, & Walton, 1999; Dröes & van Tilburg, 1998; Schölzel-Dorenbos, 2000; Logsdon et al., 1999) . In recent decades the care offered in care facilities and nursing homes has been gradually expanded to include various types of psychosocial and emotion-oriented interventions, for example: validation, gentle care, reminiscence, psychomotor therapy, movement activation, music therapy and snoezelen (Dröes, 1997; Finnema, Dröes, Ribbe, & van Tilburg et al., 2000; Dröes, Lange, Vink, & Finnema, 2001) . Measures have been taken to normalize the (institutional) living environment. The trend towards a small-scale care and living environment (Plaisier, 1999; van Waarde, 2000; Hollander, 2001; Ettema, 2001 ) is a recent consequence. The aim of all of these interventions and activities is to optimize the quality of life of elderly people in the final stage of their life. The motto is: 'adding life to years and not merely years to life' (Clark, 1995) .
Caregivers in care facilities and nursing homes, as well as carers in the home situation, strive to offer the best possible quality of life to the residents and clients they assist, care for, or nurse. The Dutch Client and Quality Foundation periodically carries out research into the satisfaction of residents of care facilities and nursing homes and their relatives with regard to living, independence, daytime activities, meals, how they are treated and the care offered. Based on this research the foundation presents recommendations on how to improve the quality of care and the quality of life in these institutions (Stichting Cliënt & Kwaliteit, 2003) . Scientific research of intramural and extramural care focuses increasingly on the extent to which the various interventions contribute to the quality of life of clients (for example Albert, Marks, Barrett, & Gurland, 1997; Salek, Walker, & Bayer, 1998; Gonzalez-Salvador et al., 2000; Davis, Massman, & Doody, 2001; Dröes, Finnema, De Lange, van der Kooij, 2002; Lyketsos et al., 2003; Ready & Ott, 2003; Dröes, Meiland, Schmitz, van Tilburg, 2004 ). If we look at the number of registered publications on quality of life in dementia over the past 25 years on PubMed -the most extensive medical database which can be consulted via the internet -we see a sharp increase in the number of publications especially in the 1990s (see Figure 1 ). 1976 1978 1980 1982 1984 1986 1988 1990 1992 1994 1996 1998 2000 2002 n Figure 1 
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In short, the quality of life theme is receiving attention from all sides. But does it mean the same thing to all parties, such as the policy makers, caregivers, residents and researchers?
A few years ago, in 2000, the then multidisciplinary Quality of Life in Dementia working group of the Leo Cahn Foundation -a foundation that aims to stimulate research in the area of psychopathology in elderly people -conducted a survey of quality of life in dementia (van der Steen et al., 2001; Jonker et al., 2001; ). An inventory was made of the different theoretical models for quality of life in dementia and the measuring instruments that were available at that time for the target group. This study revealed that there are several approaches to the concept of Quality of Life. First of all there is a difference between the objective approach and the subjective approach: objective aspects of quality of life are central in the first approach, for example health, nutrition and safety; in the second the subjective well-being is central, for example perceived health, satisfaction regarding financial situation and experiencing pleasure/being happy (see for example, Lawton, 1997; Weyerer & Schäufele, 2003) . Differences were furthermore found in the domains that are considered important for quality of life, and in the arguments in favour of particular domains. Some approaches and/or measuring instruments are based on theory (for example, Lawton, 1991) , others on focus groups of people with dementia, clinical experts, family carers or a combination of these groups (Brod et al., 1999; Logsdon et al., 1999; Rabins et al., 1999; Thorgrimsen et al., 2003) . For the approaches based on the different focus groups in particular, the publications that were found did not provide clarity regarding which domains of quality of life were considered important by which of the people involved, whether the people involved were similar in that respect, and what the final selection of domains was based on. Depending on the extent to which the people involved disagreed, one can question whether the choices that were made do them justice, and whether it makes sense to search for the common denominator (which renders differences between parties invisible) (see also Albert et al., 1997; Ready, Ott, & Grace, 2004) .
Building on this study, the current Quality of Life in Dementia working group of the Leo Cahn Foundation wondered to what degree the perspectives of the different parties lead to variations in the meaning of the concept quality of life, and where discrepancies give cause for adjusting the care practice or make further research advisable. The working group consists of 10 members, all experts in the field of psychogeriatrics: two psychologists, a psychogerontologist, a neuropsychologist, a health care psychologist, a nurse, a psychologist, a programme coordinator of a meeting centre (background: physical therapist and psychomotor therapist), a clinical geriatrician, a clinical movement scientist and psychogeriatric researcher, and a medical sociologist. This article reports on an explorative study conducted by the working group as a first step towards an answer to this question. The study was conducted among people with dementia and caregivers in nursing homes and in meeting centres for people with dementia and their relatives. Their opinions on the quality of life were compared to the theoretical models for quality of life, and/or to operationalizations of these models, as found in a few recently developed measuring instruments for quality of life in dementia. The central questions in the study were: 
Method

Design
In addition to a survey of the literature a field study was conducted. Based on the literature survey by some of the authors (Ettema et al., 2005a,b) an overview was obtained of current theoretical models and measuring instruments for quality of life in dementia and the domains of quality of life included in the models. In order to gain a general impression of what people with dementia and their caregivers consider important for the quality of life in dementia an explorative field study was conducted between October 2002 and April 2003. Group discussions (focus group) and individual interviews were conducted, with persons with dementia in meeting centres and nursing homes as well as with meeting centre programme coordinators and nurse assistants and activity therapists in the nursing home.
Study sample
The programme coordinators of 12 meeting centres were asked to make an inventory of the opinions of the persons with dementia who participated in the day club on quality of life, and also to give their own opinions. Persons with mild to moderately severe dementia (as measured with the Global Deterioration Scale; Reisberg, 1983) utilize the meeting centres. Ten programme coordinators (nine women, one man, ages ranging from 34 to 51, work experience between 10 and 26 years), of 10 meeting centres in Amsterdam (2), Badhoevedorp, Groningen (2), Haarlem, Hoofddorp, Maassluis, Nieuwegein and Nijmegen eventually took part in the study. They interviewed a total of 106 persons with dementia, mostly in the age range between 70 and 80; in one meeting centre the average age was 65. Apart from the meeting centres, four wards in three nursing homes in Doorn, Gouda and Meppel participated. In these wards a total of 37 persons with (also mild to moderately severe) dementia were interviewed, 26 women and 11 men, in the age range of 69-98. In addition 10 nurse assistants and three occupational therapists were interviewed, all but one of whom were women in the ages between 20 and 50 years old, and with work experience between one and 25 years.
Method and procedure
Based on the literature survey an inventory was made of the existing measuring instruments for quality of life in dementia, which also indicates which domains of quality of life are represented in each of the instruments. This inventory also builds on earlier publications of the Quality of Life working group of the Leo Cahn Foundation (van der Steen et al., 2001; Jonker et al., 2001 ). Subsequently 10 programme coordinators in 10 meeting centres and two psychologists (ML and EB) in three nursing homes (n = 37) examined what the persons with dementia felt were determinants of their quality of life. In the meeting centres one-on-one talks were held (Amsterdam and Hoogkerk, three centres, n = 28), as well as group discussions (Badhoevedorp, Groningen, Haarlem, Hoofddorp, Maassluis, Nieuwegein and Nijmegen, seven centres, n = 78), in the nursing home there were only one-on-one interviews. The reason for this was that in the meeting centres the participants were used to participating in discussion groups where specific topics were discussed, while this was not the case in the nursing homes. Introducing a totally new situation to the nursing home residents could have confounded their answers on quality of life. The question asked was: 'Which aspects of daily life do you feel have an influence on your quality of life?' To make sure the interviewees really understood the question, it was reformulated and repeated several times: 'What makes you feel happy?', 'What is important to you in your life?'. Attention was also paid to the other side of the picture by using an opposite formulation of the question: 'Which aspects of daily life have a negative influence on your quality of life?', 'What would bother you or upset you in your life?'. The individual interviews with the elderly people, which took 10 to 15 minutes, took place in a quiet moment in the living room or in a separate room. The answers were recorded verbatim. In the meeting centres the only question asked initially was which aspects positively affected the quality of life. To enable a comparison of the answers given by the visitors of the meeting centres and the answers of the nursing home residents, a second interview was held to ask which aspects have a negative influence on the quality of life. The duration of the group discussions in the meeting centres varied between 30 and 60 minutes and they were conducted in the form of group discussions, sometimes in small groups. The programme coordinators acted as chairpersons and recorded the answers. Five meeting centre programme coordinators and 10 nurse assistants and three activity therapists in the psychogeriatric nursing home wards where the study took place were asked what they considered important for the quality of life of the visitors and/or residents with dementia, in writing (by JB) and orally (by LM) respectively.
Analysis
The domains of quality of life as found in the literature are represented in Table 1 . Over the course of the study the aspects of quality of life that were indicated by the interviewed persons with dementia, the programme coordinators in the meeting centres, and the nurse assistants and activity therapists in the nursing homes were added, following this procedure: in five meetings the members of the working group Quality of Life in Dementia classified, first independently and in the second instance in mutual consultation to increase reliability, the aspects of quality of life mentioned by the persons with dementia and those mentioned by the professional caregivers. The starting points for this classification were the domains found in the literature. Aspects were classified in domains by the individual working group members and then in the working group discussed by means of constant comparison of the aspects with the other aspects that were already classified in the domains. This method of constant comparison was derived from the grounded theory (Glaser & Strauss, 1976; Strauss and Corbin, 1990) . Aspects that could not be placed in one of the existing domains were registered separately, and new domains and/or categories were established during the group meetings by mutual consultation to accommodate these aspects.
Subsequently, the working group examined whether the aspects mentioned by the persons with dementia in the meeting centres and the nursing homes as having an influence on their quality of life corresponded with, or differed from what the interviewed caregivers in the nursing homes and meeting centres had mentioned and the content of existing models and/or measuring instruments for quality of life in dementia respectively.
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Results
We will discuss the results per question. Table 1 contains an overview of the domains that were distinguished based on: a) the results of the interviews held with the people with dementia in the meeting centres and nursing homes; b) the data gathered among caregivers in the meeting centres and nursing homes; and c) the theoretical models and measuring instruments for quality of life in dementia that were traced in the relevant literature.
As the domains of quality of life described in the literature are the starting point of the classification of the gathered data in this study, we will start with a description of these domains.
Domains of quality of life in literature
The domains of quality of life in dementia which are distinguished in more or less similar terms by one or more authors (Lawton, 1997; Brod et al., 1999; Rabins et al., 1999; Logsdon et al., 1999; Volicer, Hurley, & Camberg, 1999; Ready, Ott, Grace, & Fernandez, 2002) in the existing models and/or measuring instruments for quality of life in dementia are: affect, selfesteem, attachment, social contact, enjoyment of activities, sense of aesthetics in living environment, physical and mental health and satisfaction with financial situation (see Table 1 ).
What do people with dementia consider important for their quality of life?
All 106 visitors of the meeting centres and 37 interviewed nursing home residents answered the question about what affects their quality of life. Because of the adequate answers of the interviewed people with dementia, both the programme coordinators and the psychologists concluded that the interviewed people had fully understood the question.
Affect With regard to the domain of affect, the visitors of the meeting centres mention various aspects, for example cheerfulness, happiness, being happy with life, humour and tranquillity on the one hand, and sadness, guilt and loneliness on the other. As one of the visitors summarizes: 'Laughter one moment, tears the next.' Only three of the interviewed nursing home residents explicitly mention aspects in the domain of affect that either increase or decrease their quality of life: being allowed to express positive feelings and/or being approached by others in a positive manner, and loneliness respectively. '(. . .) if you enjoy something and are allowed to express it,' says Mrs B. 'When everything around you is good, friendly and pleasant,' in the words of Mrs M. and Mrs J-M says: 'That people are kind and cheerful to me, as I am; I would be upset if people were to avoid me.'
Self-esteem/self-image With regard to self-esteem the visitors of the meeting centres only mention 'being accepted' as an aspect that positively influences their quality of life. Various people also made remarks on what has a negative effect on their quality of life, namely 'being accused unjustly', 'when people react angrily, I can even strike out', 'when you are talking to people and you know they are bullshitting you', 'that there is more and more I can't do', 'the other person talks in an offending tone of voice', 'when you have been kind to someone and he walks past you without acknowledging you'. In our opinion these remarks can be viewed in the context of having a negative effect on or being a threat to the person's self-esteem or self-image.
The nursing home residents also consider being accepted for who they are important. Only a few residents (implicitly) mention that self-esteem affects their quality of life. 'That I can act more effectively and autonomously', says Mr J.; 'that I will sort of end up OK and be able to get ahead' says Mrs K. 'You do what is necessary, says Mrs W. For some people the perceived continuity in their self-image proves important to their quality of life. 'I am on the farm, that is the most important thing, a few horses, a big bull and a couple of cows', says Mr D.
Attachment Among the visitors of the meeting centres this domain emerges as important for their quality of life and various aspects are mentioned that can be classified under attachment: being involved in the things around you, living in the midst of your family, feeling attached and being understood. 'Not having a sounding board', 'being alone' and 'if my neighbour were to move' are mentioned as examples of circumstances that have diminished or would diminish their quality of life. Various people say the aspect of 'being able to continue living with their partner' determines their quality of life.
Various nursing home residents mention similar aspects. They also feel that involvement in the things around you, living in the midst of your family, feeling attached and being understood are important for their quality of life. Mrs J. for example, says 'going home' is important, and Mrs M. feels that 'being interested in what goes on around you, what is happening in the world' is of importance. Mrs K. says 'family and parents' are important.
Social contact In the meeting centres many of the aspects mentioned by the visitors relate to the domain of social contact: seeing the grandchildren, the partner, that they are doing well and that the contact with them is good. Many of the interviewed persons say they derive much support from relationships. One person says it is important to get attention; to various people having friends is important.
Many of the aspects mentioned by the nursing home residents as having an influence on their quality of life also relate to the domain of social contact. People mention relationships, love, intimacy, friendship, good contact with partner and (grand)children and that they are well, communication, one-on-one contact, and contacts with professional caregivers. 'Contact with others, that everything is in order, I don't have to talk to someone all day long', Mrs B explains. Mr JM says that he misses discussing things with someone close: 'that I have a pal, that I have someone to make love with'. 'That people love me, that people care about you', says Mrs SM. 'My daughter visits every evening and that is very important to me. I don't need much, I am old', says Mrs BB. 'When I'm talking to a sociable woman, a good woman, then I feel happy', says Mr BB. And finally, Mrs NB says: 'Friendship, real friendship or love is important'.
Apart from positive social aspects, both visitors of meeting centres and a few nursing home residents explicitly mention experiencing loss of contact or negative social aspects as having an influence on their quality of life: 'I have lost father, mother, two small children', says one meeting centre visitor. This has clearly had a negative effect on her quality of life. Others mention: 'that I have fewer and fewer friends', 'that my daughter lives so far away' and 'arguing with my wife'. One nursing home resident says she would be very upset if she would have to miss one of her loved ones.
Enjoyment of activities
The visitors of the meeting centres mention a range of activities that have a positive effect on their quality of life: 'doing things together with my partner', 'visits to the meeting centre', 'going out into nature'. In addition they also mention work and hobbies, for example: helping their partner, reading, watching television, watching movies, taking walks and going on vacation. Negative aspects mentioned are that activities become a rut, or if the environment were to become too busy, too noisy.
Some nursing home residents also express that finding joy in activities enhances their quality of life. They also mention aspects such as sociability and being able to do things: 'when we sit at the table together, or when we sometimes go out together', says Mrs KB. But the opposite is also mentioned: the absence of favourite activities lowers the quality of life according to Mrs KM: 'You are not allowed to go out for a walk here', she says.
Aesthetic sense A few meeting centre visitors mention aesthetic aspects that have a positive or negative influence on their quality of life. They mention: nature, good and bad weather, and listening to classical music. None of the nursing home residents mentions these or similar aspects.
Physical and mental health In the meeting centres many visitors mention (mental) health, both their own and their partner's, as determining their quality of life. Examples of different health aspects that are mentioned are: mobility, deafness, being able to do less and less, not knowing the way anymore and forgetfulness. 'I am afraid to have a drink, am afraid to fall', one visitor remarks.
A considerable number of nursing home residents also feel health and illness determine their quality of life. They also include aspects like being able to function autonomously, physical comfort and eating well. 'That you are healthy, that you stay healthy. That says it all, doesn't it?', says Mr PB. 'For if you are ill, you have nothing', Mrs ZB adds. Other remarks that are made are 'that you can still move well','that I don't fall and break anything' and that becoming forgetful is really bad.
Financial situation In the meeting centres a few visitors say their financial possibilities determine their quality of life. 'Happy to be alive now, not during the Depression' one visitor remarks.
A few nursing home residents feel that money partly determines their quality of life; others say it is not important at all. 'Money, so you can do what you want', says Mr. HM. 'Poverty does not create satisfaction' says Mr PB, 'Money is not important to me,' says Mrs MM, 'it has never been an issue'.
The aspects of quality of life described here are related to similar domains as described in the literature. Some of the aspects the interviewed persons in the meeting centres and/or the nursing homes say determine their quality of life, could not be classified under any of the domains that are distinguished in the literature. They concern safety and privacy, selfdetermination and freedom, being useful/giving meaning to life and spirituality. We will discuss these aspects briefly and give some examples.
Security and privacy Some visitors of the meeting centres mention the aspects of security and privacy. A few feel that 'getting sufficient care' is very important, whereas others experience 'strangers in your home' as negative.
A few nursing home residents mention aspects that very much influence their quality of life. Mrs KM: 'The fact that strangers can come into my room (. . .), I've lost everything'. 'The gossip, talking about people, saying mean things about you, lies; so lying and cheating' says Mrs NB. 'Going home' is the heart-felt answer of Mrs JM to the question as to what is important for her quality of life. 'That your parents are still alive', says Mrs MM, gives her a sense of security (see also the domain of 'attachment').
Self-determination and freedom Some visitors of the meeting centres feel it is important that 'you can be yourself' and that 'you are independent', and they feel 'it is really annoying when you have to do something you don't want to do' or 'if you no longer had time for yourself', 'not allowed to drive anymore' or 'if you lost your freedom'. Examples of aspects that some nursing home residents consider important are 'that you can do as you please', 'that I can pick up my things whenever I want.'
Being useful/giving meaning to life In both the meeting centres and the nursing home people mention aspects of giving meaning to life as determining their quality of life. One visitor of a meeting centre says he feels it is important 'to be able to cheer people up'. Another one says: 'Being able to help others'. A nursing home resident: 'Husband died, have no children, what do I have to live for?' Spirituality This aspect is not mentioned in the meeting centres. However, we gather from remarks made by a few nursing home residents that religion is important for their quality of life: 'I am still alive and that is something to be grateful for', says Mrs MB, and starts reciting a psalm. 'Faith. Always go to church: if your sins are not forgiven you won't go to heaven', says Mr HM.
What determines the quality of life of people with dementia according to the interviewed professional caregivers? Here we present for each domain the results of the interviewed programme coordinators (n = five) of the meeting centres (referred to as MC) and the nurse assistants (n = 10) and activity therapists (n = three) in the nursing homes (referred to in the text as NH).
Affect Having fun, humour (MC). Express feelings in your own way (NH).
Self-esteem Being treated with respect, being approached in a positive way, structure within which personal identity is recognizable as long as possible (MC). Feeling appreciated, accepting people for who they are, being able to do things they have always done, life habits (NH). Attachment Experience understanding, patience, and support; openness so that people feel they are taken seriously; live at home, unconditional support from caregivers, feeling part of a club, sense of belonging (MC). Familiarity, recognition, familiar environment, feeling at home, own living space, personal belongings (NH).
Social contact Warmth, loving contact, attention (NH/MC). Involvement of family, 'you can see people cheer up when they have visitors' (NH).
Enjoyment of activities Activation, stimulation (MC). Pleasant events, needs are met, responding to wishes, daytime activities, sociability (NH).
Physical and mental health Sound medical and psychosocial support, physical activity, going outside, talking about dementia (MC). Basic needs are met (NH).
Security Safe environment, geared to and changing with the needs of the person with dementia, enough family carers (MC). Safe atmosphere and structure (NH).
Self-determination and freedom Retaining own identity, autonomy (MC). 'Deciding when you eat and what you eat, when you want to get up and when you go to bed', says a group of nurse assistants (NH).
We may conclude from the above that the aspects mentioned by the professional caregivers regarding the domains of quality of life largely correspond with the aspects mentioned in the literature and by the interviewed visitors of meeting centres and nursing home residents (see Table  1 ). A few domains are not mentioned by the caregivers, whereas they are mentioned in the literature and/or by the visitors of the meeting centres and/or the nursing home residents: sense of aesthetics in the living environment (mentioned in the literature and by visitors of the meeting centres); the financial situation (in the literature, visitors of meeting centres and nursing home residents); being useful (visitors of meeting centres and nursing home residents); and spirituality (by nursing home residents).
Comparison of answers of people with dementia and of caregivers
When we compare what the people with dementia and the caregivers in the different settings have indicated within the distinguished domains as being important for the quality of life in dementia (question a), we see some similarities and some differences in the mentioned aspects and/or the way in which aspects are formulated.
Similarities For the domains of 'affect','self-esteem','enjoyment of activities', 'security and privacy', and 'self-determination' the mentioned aspects and formulations are largely identical, although the importance of privacy is not mentioned by the caregivers, but is explicitly mentioned by the people with dementia (both in the meeting centres and the nursing homes). Though with respect to enjoyment of activities the programme coordinators speak about activation and stimulation in general terms (as if it is irrelevant what one does), while the visitors differentiate types of activities that actually contribute to their quality of life, we know from the domain of self-esteem that the programme coordinators of the meeting centres emphasize the importance of attuning the offer to the identity of the visitors.
Sometimes the aspects are formulated in opposite terms. For example, with regard to self-esteem the visitors of the meeting centres mention mainly situations in which self-esteem is affected or threatened, whereas the programme coordinators emphasize situations that promote the selfesteem. ('the activities are in line with the identity of the visitor' and 'being treated with respect'). They refer, however, to the same thing.
Differences In some domains, however, for instance, 'attachment', 'social contact','enjoyment of activities','sense of aesthetics in living environment' and 'physical and mental health', we observe clear differences between the persons with dementia and their caregivers, which indicate differences in their perspectives. For example, regarding the domain of attachment the nursing home residents mention living in the midst of family as important for their quality of life, whereas the caregivers in the nursing home do not mention this aspect. They do, however, talk about the importance of feeling at home and a familiar environment for the quality of life of residents.
All parties (persons with dementia, caregivers) indicate that social contacts are of importance to the quality of life in dementia. However, both the visitors of the meeting centres and the nursing home residents indicate explicitly which types of contacts are especially important to them: feeling involved in the lives of children and grandchildren, loving relationships, intimate contacts and true friends. They also point at the negative influence of losing family and friends on their quality of life. We do not find this differentiation in the answers of caregivers, who therefore seem to generalize the substance of social contacts.
The answers of some of the meeting centre visitors show that they do have a sense of aesthetics in the living environment and that it influences their quality of life. This domain is not mentioned by the programme coordinators. Regarding the domain of physical and mental health the main differences are between the nursing home residents and their caregivers: the former indicate spontaneously and in detail that various aspects of being healthy and being ill affect their quality of life, whereas the caregivers merely point out that it is important that the basic needs of the residents are met.
Comparison of answers of persons with dementia and caregivers with the literature on quality of life in dementia
When we compare what the persons with dementia and their caregivers in the meeting centres and nursing homes have mentioned as being important to the quality of life in dementia with the content of the models and/or measuring instruments in the literature (question b), we also observe similarities in some cases and differences in others with regard to the aspects mentioned and/or the way in which these are formulated.
Similarities The domain of affect is represented in all measuring instruments and we see most of the aspects mentioned by the persons with dementia and their caregivers formulated in a similar way. The domain of self-esteem/self-image, which is felt to partly determine the quality of life by the persons with dementia as well as the caregivers in the meeting centres and nursing homes, is totally absent in two measuring instruments (Logsdon et al., 1999; Volicer et al., 1999) . However, in the instruments that do include this domain we see the same aspects as mentioned by the persons with dementia and the caregivers. Sense of aesthetics, represented in two measuring instruments (Brod et al., 1999; Rabins et al., 1999) , is substantially similar to what visitors have indicated as affecting their quality of life.
Differences What the caregivers, and also literature, do not mention with regard to the domain of affect is the feeling of guilt towards partners and other family carers, that some visitors of the meeting centres mention.
The domains of attachment, social contact and enjoying activities, which are considered extremely important for their quality of life by the interviewed persons with dementia as well as their caregivers, are missing in several measuring instruments (Logsdon et al., 1999; Rabins et al., 1999; Ready et al., 2002) . In the instrument of Volicer et al. (1999) 'attachment' does occur, but it is limited to either involvement in or no involvement in the environment. In the Brod instrument attachment receives more attention ('How often did you feel loved?', 'How often did you notice people liked you?'). 'Social contact' is represented in two measuring instruments (Logsdon et al., 1999; Rabins et al., 1999) and 'enjoyment of activities' in only one measuring instrument (Rabins et al., 1999) .
Satisfaction with financial situation, an aspect explicitly mentioned by several visitors of the meeting centres as well as a few nursing home 550 dementia 5( 4 ) residents as determining their quality of life, is included in only one measuring instrument (Lodgson et al., 1999) .
The other domains distinguished by the Quality of Life working group on the basis of the aspects mentioned by the interviewed persons with dementia and their caregivers, namely security and privacy, self-determination and freedom, being useful/giving meaning to life and spirituality, are not represented as explicit domains of quality of life in any of the measuring instruments. However, in a number of cases the measuring instruments do contain separate items related to the domains distinguished by the working group. For example, the Dementia Quality of Life (DQOL) Instrument by Brod et al. contains two items, which relate to the domains 'self-determination and freedom', and 'being useful' ('How often have you been able to make your own decisions?' and 'How often have you felt useful' respectively). The scale does not explicitly address the aspects security and spirituality. The Cornell-Brown Scale for Quality of Life in dementia (Ready et al., 2002) contains the themes 'value of life' and 'secure feelings'. The first theme refers to the awareness that life is worth living and that makes it similar to the domain of 'being useful/ giving meaning to life', but the second theme refers to feelings of being rich, in good health, or better off than others. The latter is very different from what the respondents in our study meant by security/privacy.
Conclusions and discussion
Based on the results of this explorative study we may conclude that most domains and/or aspects of quality of life that were mentioned by the interviewed persons, with mild to moderately severe dementia in the meeting centres and mild to severe dementia in the participating nursing homes, are also acknowledged by the interviewed professional caregivers. In the literature on models and measuring instruments for quality of life in dementia we also find most of the domains, although not every domain, is represented in every measuring instrument. This appears to be related in part to the target group for which the measuring instruments are developed (for people with mild to moderately severe dementia, or for people with more severe dementia).
A few domains, for instance, 'sense of aesthetics in living environment', 'financial situation' and 'being of use/ giving meaning to life' are not mentioned by the caregivers, whereas they are mentioned by the meeting centre visitors and/or nursing home residents, or found in the literature. Domains we did not encounter in the described measuring instruments for quality of life, but which were mentioned by the interviewed persons with dementia in the meeting centres and the nursing homes, and by their caregivers are: 'security and privacy', and 'selfdetermination and freedom'. These domains do appear, however, in the reflective literature on quality of life of nursing home residents (van Campen and Kerkstra, 1998; Kane, 2003) . The domain of spirituality seemed to be of importance to only a few nursing home residents. The subject was not mentioned by the interviewed visitors of meeting centres and the caregivers, or in the literature, as being of importance to the quality of life in dementia. Recent research has shown that it actually does seem to be important (Katsuno, 2003; Snyder, 2003) .
Although the interviewed persons with dementia and their professional caregivers were very similar with regard to the domains they felt had an influence on their quality of life, the comparison of their answers shows that on a number of domains (attachment, social contacts, enjoyment of activities, physical and mental health) they differ in their thinking about the concrete aspects that affect the quality of life in dementia. This applies to the meeting centres as well as the nursing homes, and may indicate differences in perspective between persons with dementia and their caregivers. Recent literature confirms this (Ready et al., 2004) . In our opinion this warrants further investigation. We also found differences between the answers of the meeting centre visitors and the nursing home residents, for example in attachment (being alone), sense of aesthetics in living environment, financial situation and spirituality. This may be related to the different living situations of these persons and the difference in severity of dementia. For instance, many of the meeting centres' participants still cohabit with their spouse or family carer, while the nursing home residents live separated from their spouses and family carers or are widowed; the participants of the meeting centres go outside at least three days a week, while the residents of the nursing homes seldom go out anymore; people with more severe dementia do not seem to worry about their financial situation anymore.
In the introduction we already stated that it is not always clear in the existing measuring instruments, at least not from the publications about them, which perspectives determined the selection of domains and items. One may wonder whether searching for the common denominator, in other words, the domains and aspects of quality of life that all the parties involved agree on, leads to too much loss of information. For many domains and/or aspects mentioned by the persons with dementia as important to their quality of life (such as contact with the family) were not included in the measuring instruments that were specifically developed in recent years to determine the quality of life of these people (see Table 1 ).
This explorative study has found that the persons with dementia in the meeting centres and nursing homes on the one hand, and their professional caregivers on the other hand, have different perspectives on quality of life in dementia. However, due to the limited set-up of this study, it is not possible to state whether the differences found have general validity. For example, the study sample was composed on the basis of open recruitment among programme coordinators of meeting centres, and four nursing home wards in three nursing homes were selected because members of the working group worked there. Obviously this recruitment procedure does not guarantee a representative sample. We furthermore found that those interviewed did not always report aspects that were consistent with more objective observations. For example, the persons with dementia sometimes mentioned an aspect as being important to their quality of life, while this aspect clearly had no relevance in the person's life anymore. (Example: one resident named 'money' as an important aspect, while it seemed to play no part in his life anymore (he never talked about it). However, one could see how music and personal attention, jokes and good food cheered this person up.) What actual care strategies clients with dementia prefer or reject should therefore be determined not only by means of interviews, but also with the aid of observation (see also Hoogeveen, Smith, Koning, & Meerveld, 1998; de Lange, 2004; Ready et al., 2004; Ettema et al., 2005b) . One limitation in the data collection among caregivers was their relatively small number. Another possible limitation is that they were asked (without any further explanation) to indicate which aspects in their opinion influenced the quality of life in dementia. Perhaps this procedure has resulted in more general answers than they would have given had they been asked to indicate what they felt was important to the quality of life for each of the interviewed meeting centre visitors and/or nursing home residents individually. This could partially explain the observed differences in answers between the persons with dementia and the caregivers. In the setup of our study the individual approach was not feasible, because the caregivers themselves conducted the interviews, which would have resulted in contamination. Finally, we need to point out that, due to the variation in the levels of abstraction of the answers as well as the unclear delineation of the domains, the classification of the aspects of quality of life in domains was not always self-evident and therefore required interpretation. This regularly resulted in discussions among the working group members. One of the reasons was also that the intention with which the interviewed persons mentioned particular aspects was not always clear. In short, this method may also, unintentionally, have led to differences in results between the persons with dementia and the caregivers.
In our opinion the results of this explorative study are sufficient cause for further study of the differences in perspective between persons with dementia and their caregivers with regard to quality of life. It would also be interesting to investigate in future research whether the suspected discrepancy between those perspectives also exists between the need for care and support of persons with dementia in meeting centres and nursing homes on the one hand, and the actual care they receive there (the objective being to provide the optimal quality of life) on the other hand. The results of the research that the Dutch Client and Quality Foundation conducts regularly (Stichting Cliënt & Kwaliteit, 2003) could serve as a starting point for such research. A logical next step would obviously be to investigate whether removing possible discrepancies contributes to a better quality of life of people with dementia who utilize meeting centres or live in nursing homes.
What does this explorative study mean for the care practice? This study shows how important it is when we talk about the quality of life of clients, residents, people who request care, to realize from which perspective we are looking at their quality of life, and which limitations this perspective may have. Professional caregivers appear to view quality of life partly in a different way than elderly people themselves, but what about, for example, the policymakers and researchers? For the present it seems advisable to bring parties that may have different perspectives into contact with each other so that they become aware of the fact that there are different perspectives and of the potential discrepancies between them. In this way a better understanding might develop of the concept of quality of life and the different nuances in the different target groups. This also appears to be a precondition for making the care on offer more effective with respect to quality of life. Especially now that more attention is being demanded for the improvement of the quality of life of patients with chronic diseases, which includes persons with dementia, and the pleas for more customer-oriented and demand-driven care increase in frequency, it seems high time to do so.
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